Forty families have experienced benign familial neonatal convulsions (BFNC) since it was first described by Rett and Teubel in 1964. [Rett, A. and Teubel, R. Neugeborenen Krampfe im Rahmen einer epileptisch belasten Familie. Wiener Klinische Wochenschrifi 1964; 76: 609-613.1 Diagnosis is based on a benign neonatal course, family history, and seizures which usually end spontaneously by six months of age. The absence of subsequent epilepsy makes BFNC a retrospective diagnosis. Consequently there is a considerable length of time during which parents may anxiously follow their child's development. We describe a child with BFNC whose family has experienced five generations of BFNC yet chose to react to the myths and misconceptions of epilepsy and circumvent updated experience supported by the recent medical literature.
Approximately
340 cases belonging to forty families have been recorded as experiencing benign familial neonatal convulsions (BFNC) since it was first described by Rett and Teubel in 1964l. Diagnosis of BFNC is based on five findings: normal .physical examination, no other identifiable cause for seizures, positive family history, normal motor and intellectual development in affected relatives, and typical developmental pattern of seizures which usually start within the first week of life and end spontaneously by six months of agezS3. The absence of subsequent epilepsy makes BF'NC a retrospective diagnosis; thus the recommended length of treatment and follow-up for affected children remains unestablished. Consequently, there is a considerable duration of time during which parents may follow their child's development with unwarranted anxiety. ), and result in normal development. Plouin reviews all cases documented since 1964 and shows that most cases report a full term pregnancy, normal birth weight, one minute Apgar scores of greater than 7, and no time spent in a neonatal intensive care unit'. Furthermore there was always a seizurefree interval between birth and onset of convulsions. There are no cases documented as progressing to severe epilepsy; however, BFNC are associated with a lo-13% increased risk of subsequent seizures described as isolated, rare, and easily controlled by medication.
A review of the medical literature on children's epilepsy programs indicates that physicains recognize the effects of seizure disorders on a child's physical health but are less knowledgeable about the magnitude of social, psychological and economic disruptions affecting the child and family4. We have identified three time periods during which appropriate physician intervention and education of the family may reduce the magnitude of psychosocial disruptions:
Time of initial seizure Despite the availability of literature on seizure management and treatment, many parents have identified a need for more information about first seizures rather than about epilepsg. At the time of onset of seizures, parental anxiety greatly affects the processing and retention of information. It is helpful to provide current hand-outs and brochures addressing typical questions of parents. Topics should include how to prevent physical harm during a seizure, what the sideeffects of medications are, how to respond to the questions of others, and how this may affect or restrict the child's future lifestyle. The management of initial neonatal seizures as non-epileptic events and the handling of these typical questions set the stage for future communication with the patient's family and, in subsequent years, the patient.
Not only do health care providers need to be cognizant of the current information on initial seizures, but they also need to recognize the significance of the manner in which that information is presented. In a recent article on the initial communication of diagnoses, family members clearly distinguished their reactions to the diagnosis from their reactions to how providers informed them about their child's conditio#. In order to have the most effective influence on family caregivers' reactions, the study recommended that clinicians plan the setting in which the family is informed, assess the family's background knowledge and experience, choose information and support strategies to best fit the particular family, and evaluate the family's understanding of the information provided.
During patient's childhood
Despite the favorable prognosis associated with BFNC, these children may be restricted from normal activities because of parents' persistent concerns and beliefs. 'Vulnerable child syndrome' parents, as seen in parents of children with an innocent heart murmur, believe their child has a serious health condition and are likely to interact with their children in a less healthy way'. Communication issues are of utmost importance since it is undetermined what impact the clinician may have on a child's outcome by acknowledging and accepting the parent's anxiety in the absence of organic pathology'. In order to address the parents' own need of support in addition to providing current information about their child's diagnosis, it is helpful to put the family in contact with a national organization such as the Epilepsy Foundation of America or the British Epilepsy Association. Many parents also find the practical advice and empathy offered by networking with other parents to be beneficial. Inevitably some parents will appear unresponsive to the usual reassurances and will continiue to consume inordinate amounts of time; nevertheless it is important to keep communication lines open in order to ensure a healthy growing environment for the child. Despite the fact that our patient's parents had four generations of family history with neonatal seizures from which to learn, the onset of seizures in their own first child proved to be overwhelming. This situation may be explained by the persistence of misconceptions about epilepsy from previous generations'. Fears and concerns, whether valid or not, that seizures lead to future handicaps or retardation contribute to anxious parent-child relationships; and these patterns of anxious parent-child interaction may be repeated in later generations. In our case, the parents' anxiety escalated with the proposed discontinuation of anticonvulsant therapy. The parents wanted to continue phenobarbital despite the cessation of seizures in the patient, despite the current recommendations for discontinuation of therapy after a reasonable seizure-free period, and despite the documented behavioral and cognitive side-effects associated with phenobarbital'&".
Such fears and misconceptions persist because epilepsy remains a hidden condition'.
In order to break these anxious parent-child interactions, we must encourage families to be far more comfortable and open about their child's benign diagnosis. By encouraging parents to educate their children on BFNC as they mature, we most effectively reduce the amount of anxiety associated with the onset of seizures by enabling these patients to function as knowledgeable parents.
CONCLUSION
Our case concerns an infant whose family presented with solid, well-established beliefs about seizures. While it seems that their history should have validated to them the likelihood of a benign outcome, we must consider the degree of entrenchment of their fears and concerns. Regarding the treatment of patients, it is more relevant to focus on what the family believes than to note how unwarranted some of their concerns may be. These entrenched beliefs will be difficult to overcome with even the best attempts at education. By recognizing the magnitude of psychological, social and economic disruptions affecting the child and family and by addressing these communication issues during the initial diagnosis and follow-up period, we maximize our own opportunity to break the cycle of misinformation and anxiety surrounding 'benign' seizures.
